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BACKGROUND

Capturing diverse perspectives, particularly among
underserved populations, is a critical aspect of high-
quality patient centered research and healthcare.

Clinical and research teams often lack the resources,
skills, and/or connection to patient communities to
effectively engage a representative and diverse
group of people.

OBJECTIVE

Provide a sustainable infrastructure that builds the
capacity for patient communities, researchers,
providers, and policymakers to come together to
meaningfully impact projects and drive change.

* Capture complex constellation of patient
and caregiver needs and gaps

* Collectjust-in-time insights from our
patient network

» Curate evidence to support policy and
healthcare transformation initiatives

. Building Capacity

» Consult with researchers, payers/plans, policy
makers, industry and health professionals on
effective strategies to incorporate patients

* Coachpatients and caregivers to become
effective agents of change in their own
community and beyond

Generating Evidence

. Expanding Engagement

* Connect with and amplify historically under-
represented patient, caregiver, and community
voices

* Constructinfrastructure and best practices to
ensure diversity and equity in research &
engagement

METHODS

Our infrastructure solution combines patient
outreach, recruitment, and education into a Patient
Network and tailors engagement interactions to the
specific interests and needs of this underserved

group.

Patients signed up to
receive research and
engagement messaging,
including surveys and
invitations to real-time
opportunities (ex:
committees, Focus groups)

Can target based on:
Condition
* Geography
* Demographics
* Activity
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We expand the capacity of our partners to include
patients in the development and co-creation of
projects that meet the needs of the patient community
— providing vadluable patient insights to healthcare
leaders to inform research, policy, and practice.
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Innovate Engagement Strategy that
Exceeds Industry Standards

Create Safe, Open, Equitable Spaces

Outreach and Connection to Vulnerable
and Medically Underserved Populations

Provide Trusted and Neutral Facilitation

Coach Scientific Teams to Optimize
Engagement Efforts E nga gement
Set Actionable Steps Towards Patient-

Centered Change

Innovative and Multi-Layered Data
Collection Strategy

Deploy Surveys with Rapid Response
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PROJECT HIGHLIGHTS

Our learning communities”goal is to help ensure that patient voice

influences healthcare, policy, and research.

6 SOCIAL NEED & EQUITY

Our Social Need and Equity Learning Community is
made up of 15 pdtlents/ caregivers that convene b
times a year with select researchers to discuss social

need and equity related research projects and events.

This group provides valuable insights to create, refine,
and drive research initiatives and advise on various
aspects of existing and new projects focused on the
intersection of social needs, equity, and healthcare.

Massachusetts

Patient and Community
—— RENMIEW BOARD —

Patient and caregivers across Massachusetts
working with researchers to ensure that our health
care systems are investing in research and
programs that best serve the needs of communities
across the state.

HOW WE ENGAGE PATIENTS AND CAREGIVERS

Convene Patients

Form Learning

Serious Illness Conversation Guide

PATIENT-TESTED LANGUAGE

“I'would like to talk together about what's happening with your health and what matters
to you. Would this be ok?”

“To make sure | share information that's helpful to you, can
ofwhat's happening with your health now?"

you tell me yourunderstanding

ASSESS SETUP

"How much information about what mightbe ahead with your health would be helpful to
discuss today?”

“Can I share my understanding ofwhat may be ahead with your health?”
Uncertain: “It can be difficult to predict what will happen. | hope you will feel as well as

SHARE

possible for a long time, and we will work toward that goal. It’s also possible that you
could get sick quickly, and | think it is important that we prepare for that.”

OR

Time: “| wish this was not the case. | am worried that time may be ass
e.g. days to weeks, weeks to months, months to a year).”

OR

Function: "It can be difficult to predict what will happen. I hope you will feel as well as
possiblefor a long time, and we will work toward that goal. It’s also possible that itmay
ofyourillness, a

hortas [express g rangs,

get harderto do things because
forthat.”

nd | think it is important that we prepare

Pause: Allow silence. Validate and explore emotions.

Patient Engagement in Serious lliness
Care Guide (SICG) Revisions

Healthcare systems have placed increased emphasis on
Implementing educational and quality improvement
programs that attempt to ensure that patients have access
to conversations about their goals values, and prognosis
(‘serious illness conversations’) in routine serious illness
care.

In partnership with Ariadne Labs, the primary aim of this
collaboration was to revise an evidence-based
communication tool, the Serious Illiness Conversation Guide,
to be more inclusive and accessible with input from diverse
patient stakeholders.
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Our Mission:

Patient Advocate Foundation (PAF) is a national 501 (c)(3) non-profit organization which provides case management services and

PATIENT
INSIGHT

IN-PERSON CONVENING

In 2022 we launched our inaugural Patient Insight

Congress, an interactive in-person event dedicated to
advancing healthcare initiatives informed by the
whole patient experience.

Patients and caregivers came together with
researchers and health policy professionals to share
their insights about the outcomes that matter most to
them and what they would like researchers and
government officials to address through patient-
centered research projects and policy proposails.
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CONCLUSIONS

Patient Insight Institute’s built infrastructure is
sustainable and effective model for ensuring
healthcare is informed by the whole patient
experience by giving voice to those who have been
historically under-represented.

We aim to empower those who both desire to
improve access and affordability of all patients and
see the patient perspective as critical to informing
change.

PRACTICAL RECOMMENDATIONS

Current project-specific approaches are time and
resource intensive. Purposive recruitment,
understanding the value of engagement, and a
shared infrastructure has proven more effective for
meaningful and sustained engagement.

CONTACT

Visit https://www.patientinsightinstitute.org/ to learn
more about our projects, partners and engagement
activities or contact:

Rebekah.Angove@patientadvocate.org
EVP of Research and Evaluation at PAF
Executive Director, Patient Insight Institute

financial aid to Americans with chronic, life threatening and debilitating ilinesses.
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